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work with young cancer patients

The first focus group with young people and their families; 
from left to right; Daniel David, Molly Berentson O’Donnell, 
Deborah Berentson, Gemma Lindsell, Jenny Appleby, Kelsey 
Miller, Tamina Miller

We are delighted to have been asked to help the Therapies 
Department at UCLH to raise money for projects developing 
occupational and physiotherapy services for teenagers and 
young adults receiving ambulatory treatment at the UCH 
Macmillan Cancer Centre.

Therapy services do not currently exist for these patients 
(unless they are admitted onto inpatient wards). However, 
it is now being recognised that therapy services can offer 
a great range of interventions in order to support patients 
throughout their treatment pathway – from diagnosis (before 
treatment begins), during treatment and after treatment has 
finished. As the focus shifts from surviving to survivorship 
with optimal quality of life, the role of therapy services will 
become ever more important for these young people, hence 
the development of this project.

On 29th October 2014, therapy services held their first 
focus group with young people on the 3rd floor of the UCH 
Macmillan Cancer Centre. Jenny Appleby, physiotherapist, 
fedback to us with the following information, “It was great 
to get young people and their parents together to find out 
more about their current treatment pathways and their 
experiences of these. This, to us, is essential in establishing 
a young person centred therapy service. Rather than 
providing a service that we think they want, we can now aim 
to establish a service based on what they have told us they 
need, taking into account their personal input on how this 
service can be best provided.

The focus group was deliberately informal to encourage 
participation and open discussion around the concept of 
rehabilitation. This enabled us to gain information around 
support that has been available, the difficulties encountered 
and the gaps in the services provided. Themes that emerged 
during the sessions included; difficulties returning to school, 
having to leave work, problems with sleep, the changing roles 
from parent to ‘full time carer’ and reduced self-confidence 
and fatigue. Occupational therapy and physiotherapy have an 
important role to play in all of these areas.

One overwhelming sentiment voiced was that of relief 
from the young people and their parents at being treated 

within the Teenage and Young Adult Unit at the UCH 
Macmillan Cancer Centre. As one parent commented, 
‘Coming into this unit was the best thing for us, it lifted 
a load off my shoulders.’ Creating a service that is young 
person focused is an absolutely integral objective, with 
the overarching aim of the service being to enhance the 
quality of lives and wellbeing of the young people and 
their significant others. With the valued partnership and 
support of UCL Hospitals Charitable Foundation we have 
future sessions planned and will continue to listen to 
the voices and opinions of these young people and their 
significant others.”

Funds are currently needed to help support the development 
of this project by covering the expenses of the focus 
groups and equipment that the department needs to grow 
this service. In the future we will be looking to help fund 
specialist therapy posts to work within this area.

If you would like to help us support this project please make 
a donation by filling out the donation form on the back of 
this newsletter.
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Lungs for Living – Building Begins

Camilla Nurse continues to develop cancer clinical trials
At UCLH, we are fortunate to have 
a Camilla Nurse working with some 
of our paediatric, teenage and young 
adult patients being treated for 
cancer. Our Camilla Nurse, Rosie 
Newth (pictured), is generously 
supported by the AlFayed Charitable 
Foundation. Rosie is a research 
nurse, developing clinical trials 
at UCLH into childhood cancers. 
She helps our young patients 
during their novel treatments. 
Through the Camilla Nurse, UCLH 
Charitable Foundation continues 
to support the growth of the early 
phase cancer research portfolio for 
children, teenagers and young adults 
receiving treatment here.

Earlier this year, a new study 
commenced at UCLH, known as 
the CD19-TPALL trial. This study 
hopes to be able to offer a positive biological effect of 
altered donor derived EBV-specific cytotoxic T-lymphocytes 
against acute lymphoblastic leukaemia after stem cell 
transplant. We have recruited our first patient to this 
trial. This young person had relapsed from this high risk 
disease and their cancer had already progressed through 
two lines of standard therapy and stem cell transplant. We 
are one of only 3 sites in the UK offering this experimental 
therapy to young patients whose treatment options are 
currently very limited.

We continue to set-up a study for a phase I trial for young 

patients with advanced Ewing 
sarcoma who have progressive or 
recurrent disease after standard 
chemotherapy. Continued Camilla 
Nursing support makes it possible 
for younger patients to access this 
study within the previously adult-
only setting of the Clinical Research 
Facility at UCLH.

The role of the Camilla Nurse also 
enables the paediatric research team 
to continue to maintain a broad 
portfolio of later phase academic 
cancer trials for the children and 
adolescents in our care. However, 
focus remains on the opening of 
two key early phase cancer research 
studies within our division in the 
early months of 2015. These are the 
‘RIT’ study, which seeks to find an 
alternative and effective treatment 

for children and adolescents affected by acute leukaemia; 
and a trial of immune therapy for the treatment of high-risk 
relapsed or refractory neuroblastoma. If this trial treatment 
works, genetically modified lymphocytes could eliminate 
neuroblastoma cells and prevent their recurrence in young 
patients.

Thanks to the AlFayed Charitable Foundation and UCL 
Hospitals Charitable Foundation, the paediatric cancer 
research services at UCLH continue to develop and offer 
the most up to date and innovative cancer therapy to the 
paediatric, teenage and young adult patients in our care.

We are supporting Lungs for Living to create a translational 
research centre where our researchers and clinicians will 
work to develop new treatments and a cure for lung cancer.

The refurbishment costs are now fully funded. Work will begin 
in January 2015 and take nine months to complete. The new 
laboratories will be situated in the Rayne Building on University 
Street, strategically placed close to UCLH and within 100 
metres of the UCH Macmillan Cancer Centre and UCL’s Paul 
O’Gorman Institute of Cancer. This will allow close collaboration 
with patients and other medical and scientific experts.

The Lungs for Living Research Centre will comprise of 
laboratories, open write-up spaces, shared offices, and 
meeting rooms to house the Lungs for Living Principle 
Investigators and the rapidly growing research team.

The research itself undertaken by the Lungs for Living team 
continues to be well regarded by the scientific and academic 

community. Two grants have recently been received from the 
Roy Castle Lung Cancer Foundation towards research into 
pre-invasive lung cancer.

We continue to fundraise for this vitally important research 
into lung cancer. The team still need crucial items of 
equipment to help with their laboratory work, and new staff 
members need to be supported.

If you think you can help us with these elements of the 
project, please email Kate Tanner at kate.tanner@uclh.nhs.uk

More information about Lungs for Living is available on the 
website www.lungsforliving.co.uk
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Providing a calm, caring environment for 
expectant families during difficult times
The Fetal Medicine 

Unit (FMU) is 

made up of a team 

of highly skilled 

specialists that 

offer diagnosis 

and treatment of 

complications which 

may arise in unborn 

babies. Parents referred to the FMU are counselled prior to 

ultrasound scanning using the latest equipment.

The FMU is able to offer many specialised services 
including early diagnosis of fetal abnormalities; screening 
for chromosomal defects; investigation, therapy and 
management of suspected or known fetal abnormality; 
invasive prenatal diagnosis for chromosomal abnormalities 

and genetic syndromes; placental insufficiency and fetal 
growth restriction; management of multiple pregnancies and 
their complications; prediction and prevention of pre-term 
delivery.

We are currently seeking donations to pay for the 
refurbishment of three counselling rooms in the FMU.  
Victoria Rothwell, Fetal Medicine Midwifery Sister, explains 
why the rooms need refurbishing, “In the Fetal Medicine Unit 
at UCLH we often have to break bad news or hold sensitive 
conversations with women and their families. We have three 
counselling rooms in the unit, however, they feel more like 
impersonal interview rooms; they can feel very lonely places. 
We would like to redecorate and furnish the rooms to make 
them feel welcoming, cosy and comfortable so that people 
receiving difficult news about their pregnancy feel that they 
are in a safe and caring environment.”

We would be very grateful for your support of this project.

The Young Person’s Unit
The Young Person’s Unit (YPU), based on T12 South in 
University College Hospital, cares for patients aged 13-19 
with chronic and acute illnesses other than cancer (the 
Teenage Cancer Trust Unit is based on T12 North). These 
illnesses include rheumatological, gastrointestinal and 
endocrine disorders, many of which are life long and some 
of which can be life threatening.

UCL Hospitals Charitable 
Foundation has a long history 
of supporting the YPU, and 
particularly the Activity 
Co-ordinators who work with the 
patients on the unit, by helping 
to fund recreational activities for 
the patients such as day trip’s to 
the cinema or theatre as well as 
equipment and resources including, 
amongst other things, laptops, 
dvd’s, art/craft materials and books.

Sarah Smith, Activity Co-ordinator 
for the YPU, says, “The funds 
and support that UCL Hospitals 
Charitable Foundation provides the 
unit with is extraordinary.

UCL Hospitals Charitable 
Foundation helps to provide the 

equipment and funds for the patients to watch films, play 
games consoles, have pool tournaments, make t-shirts, 
decorate mugs, bake cupcakes and even take part in 
activities away from the ward to allow them some brief 
respite from the ward environment.

These activities are not just for 
fun either, they have purpose. For 
instance, they provide physiotherapy 
by encouraging mobilisation, they 
allow patients to socialise which in 
turn helps them gain peer support 
at a time when they need it most, 
and they help to distract the patient 
from the pain or mental turmoil they 
are experiencing at that moment.

UCL Hospitals Charitable Foundation 
also helps to fund our Christmas 
presents for those patients still 
on the ward, they support our 
ward parties, movie/pizza nights, 
birthday parties and any other 
celebrations that need to happen 
to lift the patients spirits. We are 
forever thankful for the difference 
the funding from UCL Hospitals 
Charitable Foundation makes to our 
ward and the patients.”
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Running across 
London to raise 
funds for UCLH

Places available for 
the British 10k 2015
The British 10k London run is one of the most iconic 
10k’s in England.

We have 12 places left for this run, which is due to take 
place on Sunday 12th July 2015, and will distribute 
these on a first come first served basis.  We ask that 
all of our runners raise a minimum of £150 each in 
sponsorship for UCL Hospitals Charitable Foundation.

If you would like further information on this event 
please contact shirley.featherstone@uclh.nhs.uk

A team of 7, which included members of staff from UCLH, 
gamely took part in the British 10k London Run on Sunday 
13th July 2014 to raise money for various projects which 
UCL Hospitals Charitable Foundation oversees.

The British 10k London Run is a completely unique race 
which takes place in the heart of the capital featuring 
spectacular views as it takes runners past famous sights such 
as Trafalgar Square, St Paul’s Cathedral, the London Eye, Big 
Ben, the Houses of Parliament and Westminster Abbey. All of 
our runners completed the race in good times and were all in 
agreement that there was a great atmosphere amongst the 
20,000 plus runners taking part. UCL Hospitals Charitable 
Foundation is hugely grateful to all of those who took part in 
the race and raised vital funds for services across the UCLH 
campus.

Hamzah Sheikh (pictured) is contracted to the Crohn’s Disease 
Research Team as a Research Administrator and is also 
currently studying for a CIMA certificate. Hamzah completed 
the race in a fantastic 48 minutes; we asked him what inspired 
him to raise money for lung cancer research and his reply was, 
“I decided to run in support of the Lungs for Living research 
fund that is a part of UCL Hospitals Charitable Foundation as 
I had read that over 40,000 people in the UK are diagnosed 
with lung cancer every year. I then took my first step towards 
fundraising by signing up to take part in my first British 10k 
London run. I hope to raise money to develop new treatments 
to detect and treat lung cancer at it’s earliest stages.” Well 
done and thank you Hamzah!

Have you always wanted 
to fall through the sky 
or climb the highest 
mountains?
We have a wide range of events to suit all tastes, from 
serious runs to fun runs, from trekking expeditions to cycling 
challenges, we have a very successful program of events just 
waiting for you to try out. Take a look at our website to see 
what events we have on. If you want to take on a challenge 
but would like to create your own, please get in touch with 
us to tell us your idea and we’ll support you to make it 
happen!
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Dan takes on 
marathon challenge
Dan Burridge (pictured with his mum) woke up on 1st 
October 2014 to find out that he had been successful 
in securing a ballot place for the 2015 Virgin London 
Marathon. Dan has decided to use his marathon place 
to not only get fit but to very kindly raise funds for UCL 
Hospitals Charitable Foundation.

Dan’s mum has been bravely battling cancer for the 
past 12 years and her fight is still continuing. Last year 
she underwent a pioneering operation at UCH which 
was a crucial and important part of her treatment. 
Dan told us, “Mum’s fight with cancer is still ongoing, 
our family will forever be in debt to UCLH for giving 
mum the gift of life and looking after her. Winning the 
marathon ballot was a surprise and I could not think 
of a more worthwhile cause to fundraise for, to repay 
you guys a fraction of what you have done for mum. I 
will be proud and honoured to wear a UCL Hospitals 
Charitable Foundation running vest on the day.”

If you would like to support Dan please visit his page at: 
http://uk.virginmoneygiving.com/danburridgevlm2015uchl

Adam Giangreco secures Guinness World Record
On April 13th 2014, Adam Giangreco broke the Guinness 
World Record for the ‘fastest marathon dressed as a human 
organ’.

Adam (pictured) ran the Virgin 
London Marathon in a lung 
costume to raise money for 
Lungs for Living, the only 
fundraising project in London 
that raises money exclusively 
for new research into the causes 
and treatments of lung cancer. 
Adam runs a research group 
and is a Principle Investigator 
for the Lungs for Living 
Research Centre, where they are trying to discover new ways 
to detect lung cancer earlier and develop new treatments for 
people with the disease.

Lung cancer is the biggest cancer killer worldwide, with more 
deaths than breast, prostate and colon cancers combined. 
Sadly, this extremely high death rate is not matched by 
funding from most major charities and so Professor Sam 
Janes and Adam founded Lungs for Living to try and raise 
more funds specifically for lung cancer research.

Adam managed to raise over £3,880 for Lungs for Living 
by taking part in the marathon and we would like to thank 
him for taking the time to train so hard for the race in order 
to raise this amazing amount of money. Adam has raised a 
huge amount of awareness for the Lungs for Living research 
project through his commitment and determination to 
achieve a fantastic race time whilst wearing a cumbersome 
costume.
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Matt Hogg had a very busy Summer taking part in 
numerous 5k and 10k runs (as of the end of September 
2014 Matt had taken part in and completed an incredible 13 
races!), culminating in Matt taking part in, and completing, 
the Oxford Half Marathon on 12th October 2014 whilst 
being cheered on by his friends and family.

Matt explained to us the reasons why he spent so much of 
his free time and weekends over the Summer training and 
competing in races, “Last year someone very important to 
me was diagnosed with lung cancer. The diagnosis came just 
over two months from the time when this person first went 
to hospital after coughing up blood. The doctors seemed to 
put cancer at the bottom of a long list of possible illnesses, 
mainly because he was a non-smoker and had never smoked. 
Lung cancer was the first thing that had come to mind 
when I heard about the coughing up blood episode and I 
was amazed that the doctors wasted so many weeks with 
antibiotics instead of doing more scans and a biopsy.

I believed that two months had been wasted where 
treatment could have started. I was also surprised at how 
little encouragement was given by the medical professionals 
to fight the disease. I was sure that giving a patient hope 
or encouragement to fight such a disease would make the 
treatment more bearable. Even if there is only a little hope, 
it would give purpose to those going through treatments like 
chemotherapy.

After a quick search on the internet I discovered that lung 
cancer is the biggest cancer killer in the UK, yet still has 
so little spent on research. Survival rates haven’t improved 
much over the last couple of decades and early detection 
is so poor, I decided to try to raise some money towards 
research and treatment as well as some awareness.

I decided to run a half marathon as I had wanted to start 

Matt Hogg running the Oxford Half Marathon

running for some time. I have never been into any sports 
and never done any exercise apart from walking. I knew that 
running a half marathon would surprise some of the people 
who knew me and would hopefully get them to donate some 
of their hard earned money. Having something to run for 
was a great motivation and even though I wasn’t particularly 
enjoying it and finding it very difficult (just getting out to run 
as well as the running itself) I started to add more running 
events to the calendar to encourage more sponsors.

I chose to raise money for two cancer charities, one being 
the Lungs for Living appeal which is raising money for a 
translational research centre at UCLH and which will look 
at improving lung cancer diagnosis and developing new 
treatments for patients.”

We have found Matt’s fundraising efforts incredibly inspiring 
and all of us at UCL Hospitals Charitable Foundation and the 
Lungs for Living team would like to say a very grateful and 
heartfelt thank you to him.

If you would like to show some support for Matt’s 
incredible fundraising efforts, his fundraising page can be 
found here:-http://uk.virginmoneygiving.com/matthogg

Matt Hogg’s incredible fundraising 
efforts for Lungs for Living
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New website for UCL 
Hospitals Charitable 
Foundation
We are delighted to announce the launch of our website, 
which is a fantastic opportunity for us to publicly thank 
all those who are supporting us, whether this be through 
taking part in events or making donations.

The website address is www.uclhcharitablefoundation.
org.uk and it will be kept up to date with all of our latest 
news, events, and success stories, as well as being a great 
reference point for information on our projects and progress 
that we are making with these.

When you have a moment please take a look at our website 
and let us know what you think, we welcome feedback and 
are continually looking at ways to improve the site.

Please email hannah.persaud@uclh.nhs.uk with any 
comments or feedback that you have, thank you.

Thank you to Regular Givers
We would like to say a huge thank you to everyone who 
donates to UCL Hospitals Charitable Foundation on a 
regular basis via standing orders/direct debit. We would 
also like to thank all UCLH staff who use the payroll 
giving scheme to donate to us.

Through the support of regular givers we are able to 
continue to help fund vital research, equipment and 
building work across the UCLH campus. These fundraising 

projects all help to ensure that UCLH NHS Foundation 
Trust remains one of the highest ranking NHS Trusts in 
the country.

If you would like to donate to us on a regular basis via 
standing order/direct debit or payroll giving please contact 
Shirley Featherstone on 020 3447 9558 or at 
shirley.featherstone@uclh.nhs.uk for more information.

Legacies and In Memoriam Donations
Legacies and In Memoriam donations are much needed 
and very gratefully received.

We understand that we only receive these special 
donations due to someone’s loss, so we endeavour to deal 
with these sorts of donations, and the families that make 
them, with sensitivity, care and compassion.

Asking mourners to make a donation in lieu of flowers or 
leaving part of an estate in your will to support our projects 
enables us to continue supporting ground breaking work 
and research at UCLH, making a huge difference to the way 
that patients are treated both now and in the future.

If you are interested in supporting us by leaving a Legacy, 
then please let your solicitor know that you wish to make 
a provision in your will giving the following information: 
UCL Hospitals Charitable Foundation (registered charity 
number 1077638), 3rd Floor East, 250 Euston Road, 
London, NW1 2PG.

Please specify if you wish your Legacy to support a 
particular project of ours.

If you wish to make an In Memoriam donation please 
ensure that cheques are made payable to UCL Hospitals 
Charitable Foundation and sent to the same address as 
mentioned earlier in the article.

A gift in memory is a wonderful tribute. Thank you for 
your support.

If you would like further information on leaving a Legacy 
or making an In Memoriam donation please contact 
Shirley Featherstone on 0203 447 9558 or at 
shirley.featherstone@uclh.nhs.uk
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CONTACT US
UCL Hospitals Charitable Foundation
3rd Floor East, 250 Euston Road, 
London NW1 2PG

Tel: 020 3447 9558
Fax: 020 3447 2154

Website: www.uclhcharitablefoundation.org.uk

Kate Tanner 
Trusts Fundraising Consultant
Email: kate.tanner@uclh.nhs.uk

Shirley Featherstone 
Office and Finance Manager
Email: shirley.featherstone@uclh.nhs.uk

Hannah Persaud 
Website and Social Media Consultant 
Email: hannah.persaud@uclh.nhs.uk

Reg. Charity No. 1077638

DONATION FORM
Please support UCL Hospitals Charitable Foundation

Name

Address

Postcode E-mail

I would like my donation to support:

 Lungs for Living

 Therapy Services

 Fetal Medicine Unit/Obstetrics

 The UCH Macmillan Cancer Centre

 The Young Person’s Unit at UCH

 GI Cancer Clinical Trials Unit

 Sarcoid

I enclose a donation of £ _____________________ (state amount)

Please make cheques payable to “UCL Hospitals Charitable Foundation”

To make a donation by credit or debit card please call 020 3447 9558

Request for information (tick appropriate box)

 I would like information about making a regular donation

 I would like information about leaving a bequest in my Will

  I am not on your mailing list for the newsletter but would like to receive it in future

  I would like information about payroll giving 

   I would like to receive information about events

Please send your completed form to UCL Hospitals Charitable Foundation,
3rd Floor East, 250 Euston Road, London, NW1 2PG

  I want my donation to be eligible for Gift Aid. I pay an 
amount of income tax or capital gains tax at least equal 
to the tax that the charity will reclaim on my donations 
in the tax year.

Signed

Date


